framework to understand the experience of transition from the perspective of young people, parents, and healthcare professionals. These findings could help with the planning and preparation of individualized transitional care pathways for survivors of childhood cancer.
n Background
Discussions surrounding the provision of appropriate long-term follow-up care for survivors of childhood cancer have been vast and plentiful over the years. 1Y6 The distinctive needs of young people with cancer have provided the impetus for the delivery of age-appropriate care, a focus of health service provision that has gathered momentum over the years. However, within the context of survivors of childhood cancer, there is some debate as to where such care should be provided and by whom.
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Indeed, as these young people grow older, they ''age out'' of pediatric care, and this becomes an age-inappropriate environment in which to continue to attend for long-term follow-up. Therefore, survivors of childhood cancer will, at some stage, move elsewhere and/or to a different model of care to continue to receive long-term follow-up care. 12 The provision of transitional care should consist of more than a simple transfer from one model of care to another or from one institution to another. Rather, as a process of transition, it should ensure that a young person's physical, social, and psychological developmental needs are continually reflected and encouraged. 13 Nevertheless, problems associated with the movement of survivors of childhood cancer to adult healthcare have been acknowledged previously. 14 The process of transition has been widely considered in the context of chronic childhood onset conditions, including cystic fibrosis, juvenile idiopathic arthritis, and special healthcare needs more generally. 15Y21 The evidence base surrounding patientcentered approaches to transition research in these fields is growing, but research that has considered young people's perspectives and perceptions of this process of transition has previously been criticized for lacking robust methodology. 22 Within a cancer context, the pertinence of this criticism persists; there is a lack of comparable research in a cancer context, with few studies prioritizing the process of transition from pediatric to adult care from the perspective of young people. 8,23Y26 Rather, transitional care in a cancer context has tended to be predominately discussed within commentary papers, as highlighted in a previous review by Aslett et al. 9 Furthermore, of the empirical studies included in this review, long-term follow-up care and transition were discussed in only one empirical article. 9 Notably, however, this article considered only healthcare professionals' (HCPs') views of follow-up care, not patients'. However, to ensure that services provided to young people with cancer are shaped by need and not tradition, 27 there is a very real imperative to prioritize, explore, and understand the experiences of care of this population. 9, 27 The provision of transitional care services for survivors of childhood cancer is one such priority. Exploring and understanding the experiences of these individuals should underpin the development of these transitional care services.
This study aimed to do this by considering transition within the context of young people's entire illness experiences.
n The Study Aim This article reports on part of a larger qualitative study conducted to explore the experiences of young people who are survivors of childhood cancer, their self-nominated friends or family members, and key HCPs of the process of transition from pediatric to adult cancer services. 28 The aim of the current article was to report how transition should be considered within the context of young people's entire illness experience and how that experience can impact their transition readiness.
Design
A qualitative, collective case study approach, 29 informed by a constructivist-interpretive position, was adopted to allow exploration of the multiple realities prioritized in this study.
Participants
A purposive recruitment strategy was used for this study. In so doing, it was anticipated that participants deemed to be information-rich in the context of this study and its research question would be selected. To provide an understanding and knowledge of the phenomenon of interest, 2 groups of young people were recruited: 1 group who had recently had their last long-term follow-up appointment at the pediatric hospital (n= 6) and another who had recently had their first long-term follow-up appointment in the adult hospital (n = 6). Each young person nominated a friend or family member and an HCP. All participants were interviewed once and participated in individual interviews (Table). with young people and parents were typically between 50 minutes and 1.5 hours in duration; interviews with HCPs usually lasted between 20 and 30 minutes. All interviews were conducted faceto-face on a one-to-one basis, digitally recorded, and transcribed verbatim. Oncology case note (medical records) reviews were conducted retrospectively at the clinical sites.
Ethical Considerations
The study received ethical approval from the Local Research Ethics Committee. Young people were recruited from oncology longterm late-effect follow-up clinics at 2 pediatric and 1 adult hospital in Scotland. Young people were approached in a sensitive manner after an initial introduction to the study and the researcher by the HCPs. L.M. then discussed the study with those young people who provided verbal consent to meet the researcher, at which time she provided an overview of the study and what participation would entail. Those who verbally consented to be followed up signed a consent form. No less than 24 hours later, L.M. contacted young people to discuss participation. Those who indicated they wished to participate were also asked for the name and their relationship to their nominated friend or family member, and interviews were scheduled as appropriate. For those who declined, a reason for doing so was sought and recorded. At the time of the interviews, informed consent was obtained and participants were reassured of issues around confidentiality and withdrawal from the study.
To ensure the well-being of participants after the interviews, a debriefing and follow-up procedure was implemented. The day after the interview, each young person was contacted by the researcher. If a young person were to indicate during this follow-up telephone call that he/she required some additional support, the researcher would contact an HCP from the hospital to request that contact be made with the young person, to provide a reminder of the services and additional support available. This follow-up strategy was used only with the young person's consent and had to be actively implemented on one occasion in the study.
Data Analysis
The data were analyzed using approaches advocated by Miles and Huberman. 30 These approaches facilitate description, understanding, and explanations of both single and multiple cases. The systematic and rigorous data analytic techniques proffered by Miles and Huberman 30 provided a means by which the cases in this study could be described, understood, and explained at within-and between-case levels. Analysis was an interactive, cyclical process, with key stages of data reduction, data display, and conclusion drawing and verification. The data analysis software package NVivo was used as a data management tool throughout. All transcripts were read and analyzed by L.M. to identify the emerging categories and themes. At the data reduction stages, descriptive codes, and subthemes were identified and applied to all data. A subsample of transcripts were also read and analyzed by Y.W. to verify the codes and themes. During the data display stages, a series of role-ordered descriptive matrices were constructed, as were a series of conceptual maps to examine the emergent explanatory concept across the entire data set. Discussion with both N.K. and Y.W. was ongoing throughout analysis.
n Findings
The characteristics of the participants in the study are outlined in the Table. All young people and parents were assigned pseudonyms and HCPs were assigned an anonymized identifier. All young people were long-term survivors of childhood cancer (most had been diagnosed with acute lymphoblastic leukemia in childhood), and all were at least 5 years from the point of diagnosis. Although all of the young people were no longer receiving active cancer therapy treatments, some were taking hormonal or other medications as a consequence of the treatments they received in childhood. Eleven mothers and 1 father were interviewed, as were a variety of HCPs. To protect anonymity, nominated HCPs are not identified by job title, but it is notable that a range of different individuals were nominated. Professionals interviewed included consultant pediatric oncologists, clinical nurse specialists, and nursing staff. A total of 35 interviews were conducted in the study, with 22 sets of oncology pediatric case notes (PCNs) and adult oncology case notes reviewed.
One central orienting theme was identified in the data during analysis: the experience of readiness in the context of transition. This central orienting theme was supported by 3 main themes and 6 subthemes, as illustrated in a clockwise manner in the Figure. This article will focus on the orienting theme, demonstrating its centrality by drawing on the 3 main themes (the experience of childhood cancer; planning and preparation: transition or transfer; and a process of change) and a number of exemplar cases. The subthemes will be discussed in greater detail in a separate forthcoming publication.
The Experience of Readiness in the Context of Transition
The orienting theme of ''the experience of readiness in the context of transition'' illustrates the ways in which transition should be considered within the context of young people's entire illness experience and the ways in which the multifaceted elements of such an experience can impact their transition readiness. Readiness should be considered multidimensional in nature. The data revealed that it was important to consider readiness within a context that reflected the individuality of people's experiences of transition and the entirety of these experiences.
The findings illustrated that participants' experiences of readiness were variable. For some participants, their readiness was disrupted by the sudden onset of the physical move from pediatric to adult cancer care, whereas for others, such a move was regarded an inevitable next stage of their lives. Within each case, people's experiences of readiness were also idiosyncratic, resulting in individual constructions of their overall transition experience. For example, David from Case 4 stated that his forthcoming move to adult care involved little more than a move from one hospital to another, whereas for his mother Patsy, the move shook the foundations of her experiences at the pediatric hospital, both in terms of her involvement in David's care and the involvement of the pediatric hospital in their lives:
It, it dis'nae [doesn't] phase me. I'm no looking forward to it, and no ''no looking forward to it,'' it's just going to a new hospital I that's it. It is clear for Patsy that her readiness for the move to adult care has been influenced by information she received previously during David's experiences and contact with the pediatric hospital. Such information led her to believe that David would be attending the pediatric hospital for a number of years to come. However, it seemed from evidence within the case notes that David's likely move to the adult hospital had been raised in a consultation over 2 years before his actual last attendance at the pediatric hospital. Here, there was an indication that David E26 n Cancer Nursing TM would leave the pediatric hospital at 18 years of age, not when he was in his twenties, as revealed by Patsy:
I also explained to mum that we would continue to review David at the pediatric hospital until he is eighteen years of age when he will be referred to his local adult services. (PCN, Case 4)
THE EXPERIENCE OF CHILDHOOD CANCER
Young people and parents indicated that the extended and unsettled nature of the childhood cancer illness experience influenced their readiness for transition. For Martin from Case 9, his experience of childhood cancer and the long-term late effects associated with his cancer and treatments have been a particularly defining feature of his life over recent years, as his mother, Helen, reflected:
He's been left with horrendous disabilities that have taken 7 years to fix, or 6 years to fixI Helen's extended narrative revealed that Martin's experience of childhood cancer had a clear impact on him, but so, too, on her and her family, because of his multiple postoperative disabilities. Martin had recently attended the pediatric hospital for the last time; thus, there was an increased onus on him to assume some responsibility and independence both for his own healthcare and for his own life more generally. However, Helen revealed elsewhere in her interview that she worries about Martin's ability to actually recognize if anything is wrong health-wise in the future. Martin acknowledged this dyadic nature of his healthcare:
I live with it, you know I've got to live with the sight, the hearing, all that, so I kind of know what I can feel, if that makes sense, whereas my mum sort of, she has a different view which [I] you know, it's what she sees, you know, she might see that I'm listening to the telly louder, and I'm sitting closer to it, 'cause I can't see it or something like that, and you know if she tells them something that I've not, or if I've hit on something that she's not, that's when they'll, you know they'll look into it. (Martin, young person, Case 9) From a transitional care perspective, Martin's nominated HCP spoke of Martin's need to move to adult care to continue to receive his long-term follow-up care not only because of his age but also because of his ongoing long-term late effects. The focus, however, appears to be more on the provision of an adult equivalent service, rather than individual components appropriate within the context of Martin's experiences:
Because of the need for the fact that you know once you get too old for this hospital it's difficult and you still have on-going things, requirements like scans or possibly procedures, you know you can't have them done here anymore, 'cause you're too oldIso it's out of necessity because these patients still have needsI (HCP 9, Case 9)
For someone like Martin, the meanings attached to the experience of childhood cancer and the longevity of this experience may be saturated by the nature and extent of the long-term late effects the young person lives with. Some of these long-term Significant disparities between young people's experiences were identified in this theme. Some narratives were indicative of instances where the principles of transition as a process had been applied, as some suggested planning and preparation had been a key element of their transition experience. However, for others, no such structure existed. At times, planning and preparation were so fractured that the experiences of individuals in this study wavered between being considered a transition or a transfer. However, some examples of appropriate planning and preparation were noted in the findings. For example, the benefits of the opportunity to meet members of the adult oncology team before departure from the pediatric hospital were considered a particularly positive aspect of their experience. Rosa, the mother from Case 5, for example, indicated how such an opportunity quelled many of the anxieties that can surround an introduction with a new member of staff in a new environment, thereby contributing to her readiness for a new attendance experience:
And we met Dr [name] beforeIso he was not, we were not unfamiliar to him, and eh, that's why I, I didn't feel strange because he came a, a year before that to [pediatric hospital] and introduced himself and saidIand I think he comes there also regularly so it was like em, just a change in the building for usI (Rose, mother, Case 5) For Steven, planning and preparation were important, not only in the context of knowing what the differences in environments between pediatric and adult care would be like, as reflected in Rosa's quote, but also in providing an opportunity for young people to avail themselves of the reality of further contact with cancer care services. Such a reality, Steven highlighted, should be central to the planning and preparation that people receive during the process of transition to adult care: They should make you, inform you that it's going be for the rest of your life this thing and like, inform you more about the future, which is the adult service, and they should tell you more about it when you actually get older, like 15, 16 [I] to prepare you that this is going to be ongoing this, is going to be for the rest of your lifeIcauseIjust coming out of hospital you feel, it's finally over, then it's like stop, stopping it there, you have to do this, but in a whole different environment and it's going to be for the rest of your life, I feel you, you could get more aware of thatI (Steven, young person, Case 5)
The synergy between people's experience of childhood cancer and the planning and preparation surrounding their move to adult care appeared to be particularly influential on their experiences of readiness. For example, some aspects relating to Steven's eventual transfer to adult care were evident in his case notes, but a transition of care summary plan contained within his notes was not reflective of the issues he raised as important in the context of his experience. In particular, there was no mention of the need for ongoing long-term follow-up care in the adult setting and Steven's awareness of this.
A PROCESS OF CHANGE
This theme recognized the concurrent changes during a healthcare transition and the simultaneous life course transitions of young people and their parents. This theme pays particular homage to those other elements in young people's and parent's lives and how these were influential in many ways on people's experiences of readiness in the context of their transition experience.
For someone like Sarah from Case 6, for example, her impending move to adult care, starting university, moving away from her childhood cancer experience, and seeking some kind of normality were all complex entities that, for her, were intertwined. However, it seemed that her readiness to deal with these entities and their associated changes was limited in some respects:
Yeah, I think that moving on will make me, you know probably have to let it [her childhood cancer] go becauseII just feel like it's not going to be about that anymore, it's about making sure that I'm healthy and you know proceeding being healthy, it's not going to be about that fact anymore. I just feel like it's just going to be more like making sure that it's not coming back and that I am, you know, getting on with my life and I think they'll probably push me more to let it go and push me more just to get on with my life and, you know, go to Uni and just live a totally normal life and not think about that, whereas I don't want to not think about itI (Sarah, young person, Case 6) Many young people sought some emancipation from their parents in the context of their movement to adult care and adulthood, but some parents were concerned about honoring such developmental desires, particularly in light of the young person's cancer experience, as reflected by Sarah's mother:
II've been a sort of a big part of her healthcare and looked, you know, been the main carer and always been there for her so that will be quite strange that if I'm not there at the consultations and she goes on her own and that will be quite, that will feel quite strange for me and I suppose a wee [little] bit emIehIempty's not the right word but, you know, a bit ofII suppose it's just another wee bit of growing up, isn't it? And leaving meIin a kind of, yeah, not having anything to do with it and being out with my controlI (Susan, mother, Case 6)
From an HCP perspective, such life transitions were an extremely positive marker of success and survivorship, as the move to adult care offered a particularly poignant clinical indicator that young people were well enough to move on in life. This is reflected in a quote from Sarah's nominated HCP:
IIt's lovely to see them all and just see them all getting onIgrowing up and being fine. (HCP 6, Case 6) Such positive markers of survivorship were also evident in many young people's case notes, with evidence to suggest consistent monitoring of young people through the years in the context of their schooling and family/living arrangements. Such information was positive in terms of providing indicators of young people's progress and the processes of change that mark their lives, but limitations were noted. Often, very little evidence emerged from the case notes to suggest that the individuality of young people's experiences of these simultaneous life transitions had been considered within the context of the process of transition.
n Discussion This study argues that understanding people's experiences of readiness is crucial in terms of understanding their experiences of transition, especially so as this readiness has been revealed to be multidimensional in nature. Moreover, the findings indicate that it is essential for transitional care research with survivors of childhood cancer to broaden its approach to acknowledge not only the various important components of this experience from their perspective but also the perspective of their parents, HCPs, and recorded clinical information. Only by doing so will future research and transitional care service provision be fully reflective of the complexities associated with the experience of the process of moving from pediatric-to adult-centered health settings.
The findings from this study suggest that transitional care should better reflect the individuality of people's experiences. That is, rather than an approach to transition in which reaching a particular age or physical size is considered to be the most directive for instigating the physical move from pediatric to adult care, a more individualized approach is required. An individualized approach that better reflects how ready individuals are in the context of their childhood cancer experience, the planning and preparation surrounding their move, the other simultaneous developmental transitions they may be experiencing, and their combined influence on people's readiness would be more appropriate. For example, the length of time since young people have completed treatment, better acknowledgement of their illness, treatment and long-term late effects trajectory, and any additional challenges or experiences they have had along the way should all be better considered within a transitional care context. Adopting this process would permit recognition of the variability in circumstances that may influence people's transition experiences.
The findings of this study resonate in many ways with the findings of the current empirical base for conditions such as human immunodeficiency virus, 31 sickle cell disease, 18 somatic chronic conditions or special healthcare needs, 32, 33 liver and kidney transplant, 34, 35 and now cancer, 36 in which it has been noted that readiness is a central element of transition. However, limitations in this body of evidence should be considered in light of the findings from this study. First, previous work fails to acknowledge patient experience and almost consistently disregards the multiple realities of those who experience transition and, consequently, their experiences of readiness. It can be argued that these multiple realities and patient experience have been neglected as a result of quantitative-based assessment tools primarily being used in these contexts. Such tools tend to have little or no patient involvement embedded in their development, with a paucity of qualitative explorations to consider the ways in which readiness can be understood from the perspective of young people, their parents, and HCPs.
The findings from this study are congruent with those of Schwartz et al 36 in terms of their acknowledgement that transition readiness should account for factors beyond simply patients' age and their knowledge of their illness and their healthcareassociated skills. Whereas these authors drew on social-ecological theories to inform their work, the prioritization of the patient experience in the current study has been shown to be particularly advantageous, thus not only supporting the findings of Schwartz et al 36 but also adding to the evidence surrounding the issue. In the United States, Schwartz and colleagues 36 have recently argued that an increase in transition readiness is facilitated by a combination of assessment and transition planning, and the findings of the current study would support such a position. Schwartz and colleagues further assume that transition readiness involves patients, parents, and healthcare providers, an assumption further supported by the findings of this study. However, the findings from the current study advance the results of the work of Schwartz et al, 36 as the current study explored transition qualitatively, from a patient experience perspective, rather than by researcher-completed questionnaires. 36 The results from the current study further support findings from a recent literature review conducted by Wang and colleagues. 37 These authors proposed that Bronfenbrenner's 38 ecological systems model provided an ideal theory in which to consider research and interventions relating to people's experiences of a healthcare transition. 37 The ecological systems theory is conceptualized in terms of hierarchical systems ranging from those closest to the person to those most remote, namely the microsystem, mesosystem, exosystem, and macrosystem. 38 Wang et al 37 considered this an appropriate model in light of not only the internalexternal duality of disability and special healthcare needs but also the multiple settings involved in transitions. Thus, following their review of 46 empirical studies, across a range of illness conditions (cancer featured in only 1 included paper), the authors called for a social-ecological approach to transition, particularly as they noted that a young person's proximal and furthest environmental systems have relevance to their transition experience. The findings of the current study indicate that this framework would be a viable way to further progress theoretical understandings of the process of transition, given they have acknowledged to some degree the role of young people's microsystems (their family and healthcare providers) and exosystems (programs of transition that would enable positive development). 37 The findings from the current study would suggest that further dimensions should be incorporated into this social-ecological understanding. The experience of readiness has been demonstrated in this study as being central to people's experiences of transition, yet readiness was neglected within the considerations of Wang and colleagues 37 of young people's interactions with their environmental systems and the influence of these on their transition experiences.
n Limitations
It may be considered a limitation of this study that the results are notable for a small sample of participants from Scotland. These results may not necessarily reflect potential differences in experiences, coupled with current transitional care clinical arrangements, in areas beyond Scotland. However, as young people were recruited from different sites and there were a number of similarities in their experiences, the tentative findings from this study suggest that these warrant exploration in a wider participant sample. Furthermore, the findings from this study may be transferable to other contexts, a key facet of a qualitative case study. 39 In addition, as more survivors of leukemia than solid tumor diagnoses were included in the study, this aspect of the sample may be considered a limitation by some. In addition, because this study focused on survivors of childhood cancer, the developed concepts may be considered central to explaining and understanding the experiences of only this particular population.
Finally, the exploration of experiences of the process of transition within only the context of a clinician-led, institution-based model of follow-up may be considered a further limitation of this study, particularly as a number of other models have now been developed. 40 However, the transferable nature of the findings is notable as the experiential and exploratory nature of this study has provided a number of important insights into the experience of transition. The experience of readiness and its defining features are central to these insights and apply irrespective to the model of long-term follow-up adopted.
n Recommendations for Clinical Practice
Understanding the experience of readiness in the context of transition for young people, parents, and HCPs is important. Many of the young people and parents in this study talked of receiving little or no information about the adult hospital and young adult service to which they were being transferred before their departure from the pediatric hospital or before their first attendance there. Young people and parents therefore need to receive more structured information, both written and verbal, about the new environment to which they will move and what this service entails. Although the provision of such documentation has been previously regarded as a fundamental element of transitional care, 41, 42 the experiences of those in this study suggest that this seems to be not implemented consistently in practice.
Similarly, young people need to be provided with detailed, written information not only about their transition and transfer but also about their illness history and illness experience. Although there has been a recent introduction of End of Treatment Summaries in Scotland, 43 this study provides further support for young people to be educated and/or reeducated about their illness history and illness experience. This is particularly so in light of the increasing responsibility for self-management that comes with a move to adult care.
The findings also demonstrate that parental assessments of readiness need to be considered in the context of the process of transition. Young people default for so long to their parents for their healthcare information that parents too need to be prepared for the changes involved in a move from pediatric to adult cancer care. Such preparation should encompass potential changes in parents' roles and associated responsibilities. Parental experiences revealed that many were concerned about the decreasing level of involvement and inclusion they would have in their son's or daughter's healthcare within the context of moving to the adult sector. Parental readiness for these changes is particularly important as their previous involvement and inclusion had been, until that time, intensive and, for most, all-encompassing. Thus, specific support should be embedded within the transition process, sequentially and simultaneously to the support provided for young people, to meet the needs of these parents. Previous narrative from Patsy, the mother in Case 4, poignantly illustrates the need for a transitional care process that addresses the needs of both young people and parents.
Finally, discussions about young people's life transitions were considered an extremely positive marker of success and survivorship from an HCP perspective. The experience of readiness in the context of transition highlights a number of important issues in this context. For example, it is necessary for HCPs to acknowledge and appropriately support challenging feelings, emotions, and concerns that some young people and parents may have about moving to adult care. Thus, not only can the experience of surviving childhood cancer differ among young people, parents, and HCPs, it can also differ in terms of what it means to and represents for these individuals. Thus, readiness assessments should be made in partnership with young people and parents. Individuals should be asked what they would like as part of their transition planning process and if they actually feel ready to move to adult care. Incorporating both young people and parental responses in these readiness assessments will be important to ensure that the idiosyncratic experiences of readiness are recognized and supported. The findings from this study have demonstrated that this is an important component for future transitional care developments within a cancer context.
n Recommendations for Future Research
The findings from this study are important in the context of the call for research that ensures the delivery of healthcare services that meet the actual and real, not perceived, needs of young people and their parents. 44 On this basis, future research may focus on generating an understanding of the process of transition that reflects the chronology of this experience. Longitudinal studies, in which repeated interviews are conducted with young people and parents, should therefore be developed. These studies should commence in pediatric care and continue beyond the period of initial attendance in the adult sector. This approach will further recognize the longevity of the experience of childhood cancer, survivorship, and long-term follow-up care. The centrality of the multiple realities of people's experiences and a recognition of the various and simultaneous transitions through which one must navigate during a transition from pediatric to adult cancer care would remain in work of this nature.
